UNDERSTANDING THE MEANING OF A GOOD DEATH FOR PEOPLE
LIVING WITH PARKINSON'S DISEASE: QUALITATIVE STUDY
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* People living with Parkinson’s articulate fears about disabillity, pain, shame, and abandonment when contemplating end of life.
» Coping dimensions include feeling well cared for, finding joy, and drawing on religiosity and spirituality for emotional regulation and purpose.
* Achieving a good death involves tipping the balance by strengthening coping mechanisms and reducing fears.
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=2 prELING WELL CARED FOR

"YEAH, I'D LIKE TO DIE IN A HOSPITALL... OH, SUDDENLY
YOU'RE IN A HOSPITAL, YOU'RE BEING TAKEN CARE OF,
BUT YOU'RE NOT GOING TO MAKE IT, YOU KNOW?... OR

MAYBE, 50 | DON'T HAVE S0 MUCH SUFFERING." (P28)

FINDING OPPORTUNITIES FOR JOY

“THAT THE WHOLE FAMILY WOULD COME TOGETHER, BUT | DON'T

ENOW IF IT'S POSSIBLE. BEFORE I DIE, IFIGHT? | WANTED TO SEE

EVERYTHING LIKE THAT, WELL, RIGHT? [...], MY WISH WAS THAT, YOU

m\l g[\;\y. l(e LW)AY$ THINK ABOUT THAT... THEN | WOULD LEAVE VERY
(P17

DRAWING ON RELIGIOSITY AND
r SPIRITUALITY

"RELIGION HELPS ME A LOT... IF | HAVE THE LIGHT, IF 60D SHOWS ME
THE WAY, | HAVE EVERYTHING! EVEN WITH SICENESS, | HAVE
EVERYTHING!" (P26)

DISCUSSION
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g THE FEAR OF SHAME AND BEING A BURDEN

"NO, I'M NOT AFRAID... NOT EVEN OF DEATH, I'M NOT AFRAID! [MY FEAR] IS THIS,
BEING IN A BED, SUFFERING THERE, CAUSING WORRY FOR THOSE IN THE HOUSE, AND...
QEXTL w(szD)N'T WANTTO HAVE... | WOULD WANT, IF IT WERE MY REQUEST, A QUICK

1" (P13

"..ABOUT THE WAY I DIE... YOU DON'T NEED... | DON'T NEED TO WAIT UNTIL I'M
COMPLETELY DEBILITATED, RIGHTZ | CAN DIE BEFORE | GETTO THAT POINT L.J IT'S
JUST THAT WE... WE JUST WATCH, YOU ENOW? LIKE SPECTATORS WATCHING THE
STORY... AND | FIND THAT SO AWFUL, JUST... IN SUCH BAD TASTE! YEAH... WATCHING
THE DECLINE, WATCHING IT 60 ON, AND ON, AND ON... AND THEN SUDDENLY. IT ENDS
IN A REALLY BAD WAY, WITH S0 MUCH SUFFERING... [..] UGH... SUFFERING IN
RELATION TO EVERYTHING... THE LIMITATIONS WE HAVE TO FACE... YOUR BODY NOT
OBEYING YOU, YOUR BODY JUST... SUFFERING... ALL THE STUFF THAT COMES WITH...
WITH THE ILLNESS L...J | FIND IT UNFORTUNATE TO LIVE IN A COUNTRY THAT DOESN'T
HAVE EUTHANASIA. OH, EUTHANASIA 1S SO NECESSARY. ISN'TIT7 I'VE TALKED T0... TO
SOME PEOPLE DURING MY LIFE, IN EUROPE, WITH PEOPLE WHO SAID, “YOU ENOW, IN
YOUR COUNTRY | DON'T ENOW, BUT IN MINE... THERE ARE MANY DOCTORS WHO
DECIDE TO END A LIFE, BE ITA CHILD OR AN ADULT, WHATEVER... WHEN THEY REALIZE
THERE'S NO WAY OUT, THEY END IT." (P14)

THE FEAR OF DISABILITY

o) THE FEAR OF BEING ABANDONED AND LEFT
——

== HELPLESS
“I'M AFRAID OF... OF BEING ALONE [IN MY LAST HOURS)!" (P27)
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O THE FEAR OF PAIN AND DISCONFORT

"IT MUST BE REALLY AWFUL TO DIE FROM NOT BEING ABLE TO BREATHE!
MY DAD HAS ASTHMA, YOU VNOW, AND I'VE SEEN HIM HAVE REALLY BAD
ATTACKS WHERE HE COULDN'T BREATHE... IT'S REALLY TERRIBLE, RIGHT?
THE PERSON 15 BEGGING FOR HELP, YOU ENOW, ASKING FOR HELP WITH
THEIR EYES, RIGHT?" (Po8)
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